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T HE progressive impairment of motoric function produced by Parkinson's disease (PD) leaves few areas of patients' lives unaffected. PL is not in the usual sense of the term a life-threatening disease-the life expectancy of Parkinson's patients is only slightly less than normal (Diamond & Markham, 1979; Man, 1991) -but as the disease advances, patients become more and more disabled until, eventually, very little movement, voluntary or involuntary, is possible. Despite the identification of the neuropathology of PD more than three decades ago, the causes of PD are poorly understood and the disease remains incurable.
A summary review of the symptomatology of the disease will help to clarify the range of difficulties Parkinson's patients must face. PD is composed of a triad of primary symptoms-tremor, rigidity, and bradykinesia-which patients experience to varying degrees (Duvoisin, 1991; Lang & Fahn, 1989; Stern, 1988) . The tremor is intermittent and may appear first in one limb, then subsequently in all four. It is generally present when the limbs are at rest, and it can be exacerbated by tension or nervousness. Rigidity presents as a muscular contraction, experienced as a stiffness or soreness, that may contribute to the third symptom, bradykinesia, a slowness in initiating movement. Even automatic and unconscious movements such as eye-blinking, swallowing, postural adjustment, and spontaneous emotional expression can be affected. There are also many secondary symptoms associated with PD, including loss of volume in speaking, micrographia, decline in libido, and bowel problems. Taken together, the primary and secondary symptoms interfere with virtually all activities of daily living: Dressing, grooming, bathing, toileting, and eating are slowed; getting up from a sitting position, turning over in bed, and walking become laborious tasks. Intellectual pursuits and interpersonal relations may also be affected by a slowing of cognitive processes and difficulties in speaking and expression. As the symptomatology worsens, patients become increasingly immobile, homebound, and dependent on others. At all stages of the disease, the patient's position is made more difficult by the knowledge that PD is a progressive illness; continuing deterioration is unavoidable.
PD is very much a disease of aging. It rarely occurs in people younger than 45 years old, and its onset is typically after the age of 60 (Duvoisin, 1991; Hoehn & Yahr, 1967) . This is a period in life when, quite apart from any disease process, declines in levels of energy and physical capacity are expected as is the relinquishment of some social roles and personal power. Neugarten (1977) observed, "In old age, some of the key issues relate to renunciation and yielding up of a sense of competency and authority . . . over the period from middle age to advanced old age . . . there [is] a shrinkage in social life space" (p. 642). In a similar vein, Lieberman and Peskin (1992) suggest that the "world of the older adult taxes and challenges personal autonomy" (p. 137). By its very nature, the symptomatology of PD is bound to complicate and intensify those issues and problems, like physical decline and changing social identity, that are normally part of aging. Singer (1973 Singer ( , 1974a Singer ( , 1974b , in her pioneering study of the consequences of Parkinsonism for patients' lives, was very much aware of the interaction of the symptomatology of die disease with aging: "We can describe the social effect of Parkinson's disease, and probably of many other chronic diseases, as a. premature aging of the individuals affected . . . this artificial aging is superimposed on the natural processes of growing older" (1973, p. 253) . A similar conclusion was drawn by Mages and Mendelsohn (1979) , who observed that in the older cancer patients they studied, "Cancer commonly leads to an acceleration of . . . aging processes; it imposes new losses which result in more rapid disengagement from work, social and leisure activities and in greater dependence P213 on others" (p. 276). More recently, Mendelsohn, Dakof, and Skaff (1995) showed that changes in personality in Parkinson's patients were greater in magnitude but not different in kind from those reported by a matched sample of older adults without PD drawn from the community. The pattern of change in the former group, that is, was an exaggerated version of the pattern of change found in the latter group. Indeed, Morgan (1992) has suggested that on the biological level PD can be interpreted as a speeding up of the normal process of overall loss of dopaminergic tone with age. In sum, to speak of PD as "a disease of aging" has implications that extend well beyond mere chronology.
For several reasons, one might have expected a well-developed literature on the psychological and interpersonal aspects of PD. First, the pervasive and progressive limitations imposed by the disease pose exceptionally difficult adaptational problems for patients and their families. Second, PD is by no means an exotic disease-it is estimated that nearly one million Americans (approximately 1% of the population over the age of 55) suffer from Parkinsonism (Stern, 1988) . And third, it presents what may be a model case for studying the interconnections of chronic disease and aging. In one regard this expectation is fulfilled, for there is a substantial body of research on the psychiatric symptomatology (i.e., depression and cognitive dysfunction) observed in some Parkinson's patients. This work has been conducted primarily within a biomedical framework, in the sense that the psychiatric symptoms are hypothesized to be part of the disease, a result of underlying neuropathology. Because the evidence bearing on the hypothesis is inconsistent and circumstantial (Brown & Jahanshahi, 1995; Dakof & Mendelsohn, 1986; Starkstein & Mayberg, 1993) , it cannot be considered either confirmed or disconfirmed.
In contrast, the psychosocially oriented literature on patients' responses to Parkinsonism is surprisingly sparse, as Dakof (1986) , Dakof and Mendelsohn (1989), Frazier (1993) , MacCarthy and Brown (1989) , and Rao, Huber, and Bornstein (1992) have pointed out. There have been a few surveys, conducted in the United Kingdom (Clarke, Zobkiw, & Gullaksen, 1995; Jenkinson, Peto, Fitzpatrick, Greenhall, & Hyman, 1995; Oxtoby, 1982; Shindler, Brown, Welbirn, & Parkes, 1988; Sutcliffe, Prior, Mawby, & McQuillan, 1985) , Germany (Ellgring et al., 1993) , and the Netherlands (de Boer, Wijker, Speelman, & de Haes, 1996) , that provide some information about what Parkinson's patients consider to be the problems associated with the disease. Intensive interviews designed to explore PD from the viewpoint of the patient were conducted by Dakof and Mendelsohn (1989) and Marr (1991) . It is clear from both sources that the problems reported are by no means limited to the direct manifestations of the disease. Loss of mobility, fatigue, the decline in physical capacity, and the effort required to accomplish everyday tasks are, of course, the most salient concerns. Almost as frequently reported, though, are difficulties in communication and maintaining independence; feelings of anxiety, foreboding, and depression; lowered self-esteem; limitations in social interaction; and the loss of accustomed activities, both occupational and recreational.
Several writers, including Hoehn and Yahr (1967) , have pointed out that the observable markers of PD, such as rigidity and tremor, are at best only moderately effective predictors of the patient's level of functional capacity (Shindler et al., 1988) . And depression, the one psychological outcome about which there is substantial evidence, proves to be independent of somatic symptomatology. Clearly Seiler et al. (1992) are correct in assigning "organic conditions" only a limited role in the explanation of "depression, social withdrawal, and [the] experience of social stress" (p. S41). Nevertheless, a primary causal role must be assigned to the disease, for without it the patient's situation would be entirely different. But to understand that situation, it is important to realize that "it is not just disabling illness in older patients that determines the nature of emotional response, but what that disabling illness means to patients that colors how it is experienced by them" (Langer, 1994, p. 127) .
Unfortunately, we are largely in the dark about the sources and concomitants of the broad range of social and psychosocial problems listed above. There have been few studies using outcomes other than depression or dementia, and there has not been much empirical work on the variety of psychosocial variables implicated in the adaptation of patients to other chronic diseases (e.g., cancer). Save for the research of Singer (1973 Singer ( , 1974a Singer ( , 1974b , done at the time when effective medication (L-dopa) was coming into general use; Gotham, Brown, and Marsden (1986) ; MacCarthy and ; and Dakof and Mendelsohn (1989) , the perceptions, the experiences, and the patterns of adaptation of Parkinson's patients have been alluded to more frequently than studied systematically.
The purpose of the research reported in this article was to increase our knowledge of how patients view their disease and the problems it entails and, to paraphrase Marr's (1991) words, to understand better what it is like to live with Parkinson's disease. In this regard, our approach is very much in line with the emphasis placed by Leventhal's selfregulative model of the experience of illness (Leventhal & Cameron, 1987; Leventhal & Nerenz, 1983; Leventhal, Nerenz, & Steele, 1984; Park, 1994) on "a total system of interacting cognitive, emotional and behavioral variables rather than on single factors" (Leventhal & Cameron, 1987, p. 133) . In a series of structured interviews, patients were asked to report on the consequences of PD for a variety of domains of functioning: motoric, of course, but also cognitive, interpersonal, and affective. Relationships of diseaserelated (e.g., duration, staging), psychosocial (e.g., social support, perceived control), and demographic (e.g., age, sex) variables to patient reports were then examined.
The guiding hypotheses of our research were that: (a) the patient's experience of the disease would be only moderately related to the level of somatic symptomatology, as indexed by staging; (b) even with disease-related variables taken into account, there would be substantial correlations between patient reports and psychosocial factors; and (c) the correlates of reported problems would vary across domains of functioning.
METHODS

Sample
One hundred and one Parkinson's patients were recruited from PD support groups and through neurologists and PD newsletters. Patients were eligible if they had had a PD diagnosis for more than one year, were nondemented (a score of 0 to 2 on the Short Portable Mental Status Questionnaire; Pfeiffer, 1975) , 60 years of age or older, community residing, and without major, preexisting chronic illnesses. The sample was predominantly Caucasian (90%), male (59%), well educated (M years completed = 14 ± 3), and of middle to upper-middle income (M range = $25,000-$30,000). Patients ranged in age from 60 to 86 (A/ = 72 ± 5 years) and 69% of them were married at the time of the interview. The mean duration of the illness was 7 ± 5 years (range = 1-30 years); one third of the participants were relatively newly diagnosed (within 3 years or less) and one third had been living with the disease for 10 years or longer. The sample was similarly varied in Hoehn and Yahr staging (see below).
Procedure
All patients were interviewed in their own home twice; the interviews took place about one week apart and lasted approximately one hour each time. One year later, followup interviews, which lasted approximately 20 minutes, were conducted by telephone. In this article, we will present the baseline data only.
The baseline interviews consisted of five parts: (1) a questionnaire to obtain demographic information and health histories; (2) the Parkinson's Problem Schedule; (3) psychosocial items; (4) the Mental Status Questionnaire (MSQ; Pfeiffer, 1975) ; and (5) the Instrumental Activities of Daily Living (IADLs) and the Self-Maintenance scales (SMS; Lawton & Brody, 1969) . All parts were administered verbally. In addition, the patients' physicians were asked to complete the Hoehn and Yahr (1967) stage of Parkinson's disease scale.
Measures
Parkinson's Problem Schedule.-The Parkinson's Problem Schedule developed for this study is a list of 39 activities, behaviors, and emotions that are potentially problematic for PD patients. The list is based on the responses of Parkinson's patients to surveys, Singer's (1973 Singer's ( , 1974a Singer's ( , 1974b research, and especially the intensive, semistructured interviews with patients and their spouses conducted by Dakof and Mendelsohn (Dakof, 1986; Dakof & Mendelsohn, 1989) . The activities, which formed the core of the first interview, covered motoric, cognitive, social, and psychological domains of function. Thus, some items refer directly to the symptomatology of the disease (e.g., tremor), others to functional correlates of the symptomatology (e.g., rising from a chair), and still others to the personal and interpersonal implications of PD (e.g., keeping self-respect, meeting family responsibilities). The content of the interview schedule is quite similar to that of the Parkinson's Disease Questionnaire (PDQ-39; Jenkinson et al., 1995) and the Parkinson's Disease Quality of Life questionnaire (PDQL; deBoer et al., 1996) , but neither of those questionnaires had been published at the time we began our interviews. (The full list of items is presented in the Results section; see Table 1 .)
Respondents were asked to indicate for each item whether it was a problem for them and, if so, how severe and how bothersome (stressful) the problem was. The ratings of severity and stress were done on a 5-point scale, from 0 (not at all) to 4 (extremely). Items reported to be "not a problem" were scored 0 on both scales. Finally, patients rated in a single item the overall severity of their PD on the same 5-point scale.
Psychosocial variables.-A set of psychosocial variables was derived from patients' ratings (on a 5-point scale) of a series of items concerned with patient's adaptive strategies. Given the paucity of psychosocial research on PD, the choice of variables was by no means obvious. Relevant work on other progressive, chronic neurological conditions-multiple sclerosis, for example-is even less abundant (Rao, Huber, & Bornstein, 1992) , so little guidance could be found in that literature. By drawing on what little research has been published (especially Dakof, 1986; Dakof & Mendelsohn, 1989; Gotham, Brown, &Marsden, 1986; and extrapolating from the broader literature on chronic illness, we selected a set of psychosocial variables likely to relate importantly to the patient's experience of and adaptation to PD. The most promising variables, we concluded, were perceived social support; sense of personal control; feelings of social isolation and of being a burden on family and friends; coping style, specifically the intentional avoidance of negative thoughts; and the belief that things could be worse, that is, downward social comparison. The first two represent variables that are among the most important and pervasive in health psychology (Bernard & Krupat, 1994) . The subsequent four were identified by Dakof and Mendelsohn (1989) as factors that differentiate clusters of patients varying in the quality of their adaptation. (For examples of research on other nonneurological diseases in which these variables have figured, see Affleck, Tennen, Pfeiffer, & Fifield, 1987; Felton, Revenson, & Hinrichson, 1984; Fitzpatrick, Newman, Lamb, & Shipley, 1988; Kobasa, 1979; Strougo & Mendelsohn, 1992; Taylor, Lichtman, & Wood, 1984) . Questions bearing on each of these variables were incorporated into the interview schedule.
To measure social support we used a single item, "How satisfied are you with the amount of help and support you receive from friends, relatives and/or neighbors?" In the other cases, related items were combined to produce four composite scores as follows: (a) Feelings of social isolation, a scale formed from six items bearing on communication and social interaction (reliability alpha = .68); (b) Sense of control, a composite of two items dealing with control over the symptoms and the progression of the disease (r = .34, p < .01); (c) Avoidant coping style, a composite of two items reporting efforts to avoid worrying about the future and dwelling on losses of function, respectively (r = .38, p < .01); and (d) Burden, a composite of two items concerned with how much the patient felt like a burden on others and was bothered by that feeling (r = .68, p < .01).
Hoehn and Yahr staging.-The modified Hoehn and Yahr staging was completed by each patient's usual care physician, most often his or her neurologist. This scale stages PD into levels of severity ranging from "no signs of disease" to "wheelchair-bound unless aided." The requests for information were mailed to the physicians, who returned them by mail. Responses were obtained for 74 (73%) of the participants. Ten patients were staged at level 1, 35 at level 2, 22 at level 3, 5 at level 4, and 2 at level 5. There were no mean differences on any of the variables between the 74 patients who were and the 27 patients who were not staged by their physicians.
The Instrumental Activities of Daily Living and the SelfMaintenance scales.-IADLs and SMS measures consist of the patient's ratings of his or her level of everyday functional competence in such tasks as ability to handle finances or to use a telephone, as well as self-maintenance tasks such as toileting and ambulation. Although the two pools of items seem to be somewhat different in their foci, the correlation between them was quite high, r = .69, and their correlations with external variables were virtually identical. Consequently, the full pool of 14 items was combined into a single scale, which we designated the Total Instrumental Activities of Daily Living scale (TOTIADLs). The alpha reliability of the scale was .89. Parkinson's patients' self-ratings have been found to be highly correlated with observer ratings for these types of tasks (Brown, MacCarthy, Jahanshahi, & Marsden, 1989) , and Montgomery and Reynolds (1990) have demonstrated the reliability and validity of self-monitoring of symptomatology.
RESULTS
The data will be presented in the following parts: First, we will report patients' ratings of the presence and seriousness of the 39 possible problems presented to them. Next, we will describe the results of our factor analyses of the ratings and the construction of problem scales based on these analyses. Then, we will examine the correlates of the scale scores. Finally, we will present a series of hierarchical multiple regressions in which each scale's scores served in turn as the dependent variable.
Patients'Ratings of Problems
As previously described, patients were asked to make three judgments about each of the 39 possible problemsfirst, whether it was a problem for them, and if it was, how severe and how bothersome (stressful) they considered it to be. In principle, it makes sense to discriminate between presence, severity, and stressfulness, but the results for the three judgments did not differ in any important way. Across the 39 items the correlations between the proportion of subjects reporting the problem to be present, the mean severity scores, and the mean stress scores were all .92 or above. Similar results were found at the item level. Even though any one of the three variables tells essentially the same story as the next, severity or stress scores are continuous rather than dichotomous, and therefore are better suited to factor analytic procedures. Of the two, there was more missing data for the stress scores. Consequently, we will focus on the severity scores in the subsequent analyses.
In Table 1 , the 39 items are listed in the order of their frequency of endorsement. The mean severity score for each item is given in the right column. The table shows that from the participants' perspective, their most severe problems were in the area of motoric activity (e.g., writing or rising from a chair), with cognitive problems (e.g., forgetfulness/memory loss or confusion) falling more toward the middle of the distribution of means. Emotional and interpersonal difficulties (e.g., feelings of depression or keeping self-respect) were typically rated among the less severe problems. This is, perhaps, surprising considering the amount of attention that has been paid to depression in the literature. Although it is true that a majority of patients reported the presence of feelings of depression, only 11% rated depression as serious or severe, while 28% viewed it as a problem of moderate severity. This distribution is comparable to that of Starkstein, Preziosi, Bolduc, and Robinson (1990) who, in a sample of consecutively admitted patients, found 21% to have major and 20% to have minor .80 [.42 .77 .74 [.33 . .
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'The 5-point severity scale ranged from 0 (not at all) to 4 (extremely). depression, leaving 59% diagnosed as not clinically depressed. In our sample, 61% of participants reported no (38%) or mild (23%) depression. It should be noted, finally, that even those items with the lowest mean severity scores were regarded as problems by a minimum of 24% of the sample.
Factor Analyses and Scale Construction
The severity ratings for the 39 items were intercorrelated and subjected to a principal components analysis with an oblique solution. Three factors, all with eigenvalues greater than 2.00, were extracted. Together, the three accounted for 43% of the variance and were moderately intercorrelated (r I-II = .30, r I-III = .38, and r II-III = .21). The pattern matrix for the items with loadings greater than .50 on one of the factors is presented in Table 2 .
Items with their highest loadings on the first factor (eigenvalue = 11.10) refer to problems in the domains of interpersonal relationships and social roles, affective states, and selfconcept. The second factor (eigenvalue = 3.39) concerns difficulties in cognitive function. Items defining the third factor (eigenvalue = 2.14) involve physical activity and motoric symptomatology. We designated the three factors as Psychological, Cognitive, and Motoric, respectively.
Three scales of problem severity were constructed on the basis of the results of the factor analysis; all items loading .40 or above on a factor and below .30 on the other factors were assigned to the appropriate scale. The first scale, Motoric problems, consists of 14 items and had an alpha reliability of .88. The second scale, Psychological problems, consists of 13 items and has an alpha reliability of .88. Finally, the third scale, Cognitive problems, consists of 6 items and has an alpha reliability of .82. In accord with the impression gained from the item data in Table 1 , the mean severity rat- (1996) and Jenkinson et al. (1995) . As is frequently the case, the interscale correlations (see Table 3 ) are higher than their corresponding interfactor correlations, but they are not so high as to suggest that patients were essentially making only one overall judgment of severity. Nevertheless, we have included the patients' overall ratings of disease severity (designated as Global) as an additional variable in the correlational analyses reported here.
Correlates of Severity Ratings
Demographic variables.-The following demographic variables were included in the correlation matrix: age, sex, marital status, education, income, living arrangements, financial burden due to the illness, and birthplace (urban/ rural). Given the large number of correlations calculated, the significance level was set at .01. No significant correlations between the variables listed above and the four problem severity scores (Motoric, Psychological, Cognitive, and Global) were obtained. In fact, the highest correlation in the entire set was .22, between Motoric problems and age.
Disease-related variables.-Four disease-related variables-duration of disease, Hoehn and Yahr staging, mental status (MSQ) and TOTIADLs-were correlated with the four severity scores. The resulting 8 X 8 matrix is shown in Table 3 .
Two variables, duration and mental status, have weak associations at best with ratings of severity. Duration was not significantly correlated with any other variable in the matrix, whereas mental status was correlated significantly only with the Psychological scale (r = .28).
In contrast, TOTIADLs was significantly and sometimes strongly correlated with all the other variables listed in Table 3 , except duration. Clearly, functional capacity was the factor most widely linked to patients' ratings of disease severity. Finally, the pattern for Hoehn and Yahr staging is interestingly varied: It was strongly related to Motoric severity and functional capacity, but it was virtually independent of ratings of either Psychosocial or Cognitive severity. We should note that although there was a substan- tial correlation between Hoehn and Yahr staging and the Global rating of severity, the Global rating unlike the Hoehn and Yahr staging was significantly related to scores on all three of the severity scales.
Selected psychological variables.-Correlations between ratings of severity and the set of psychosocial variables are presented in Table 4 . The variables are, in order, coping by avoidance of distressing thoughts (Avoid); patients' beliefs that they can control the progress or symptoms of the disease (Control); feelings of being a burden on others (Burden); sense of social isolation (Isolation); and perceived social support (SocSupport).
SocSupport and Control were related negatively to the measures of severity, but only one of the correlations (between SocSupport and Psychological) exceeded .30. Avoid, Burden, and Isolation were correlated positively and, with one exception, significantly with the measures of severity; particularly noteworthy are the strong correlations between Burden and Isolation and scores on the Psychological scale (r = .52 and r -.60, respectively). Overall, the correlations were weakest with the Global severity rating and strongest with the Psychological and Motoric scales.
Hierarchical Multiple Regressions
Our final set of analyses consisted of a series of hierarchical multiple regressions, one for each of the four measures of severity. The same procedure was used in each case: In the first step, the disease-related variables were entered as a set; in the second step, the psychosocial variables were added. The logic of this procedure follows from a point we made at the beginning of this article: conceptually, a primary causal role must be assigned to the disease. It is clear that the symptomatology of PD has limited predictive capacity, but it makes sense in a study of the response to a medical condition to determine first the variance associated with that condition and the disability it entails before examining the correlates of the psychosocial factors. Consistent with our hypothesis, we expected that even after the disease-related variables were accounted for, there would be substantial gains in the squared multiple correlation coefficients (R 2 ) when the psychosocial variables were added in. It must be recognized that these are cross-sectional data and variables of this kind may both affect and be affected by each other; therefore, causal interpretations of the results should be advanced only with the greatest caution. The patterns of multiple and partial correlation can, however, speak to our hypothesis (stated earlier) regarding the differentiation of the four measures of severity. The results sum- Step 1 Disease-related variables .41* (-) .32* (-) .14(-) .33* (-)
Step Table 5 a show that, as might be expected from the zero-order correlations, the four patterns of multiple correlation were substantially different from each other. The disease-related variables were strongly and significantly related as a set to Motoric, Psychological, and Global severity, but not to Cognitive severity. Inspection of the beta coefficients indicates that both Hoehn and Yahr staging and TOTIADLs contributed significantly to the prediction of Motoric and Global severity. Psychological and Cognitive severity, however, were independent of staging, though they, too, were significantly related to TOTIADLs. Neither MSQ nor duration yielded any significant findings.
The entry of the psychosocial variables at the second step produced significant R 2 changes for the Motoric, Psychological, and Cognitive measures of severity. In contrast, the increase in the R 2 for Global severity was minimal, a mere .06. When all variables were entered, the resulting R 2 s for Motoric and Psychological severity were of comparable magnitude (.64 and .60, respectively) and much greater than those for Cognitive and Global severity (.34 and .39, respectively) .
In Table 5b , we have entered the partial correlations (with disease-related variables controlled) between each of the psychosocial variables and the four measures of severity. Global severity was not significantly related to the psychosocial variables, either individually or as a set; it was associated only with disease-related variables. The other three measures of severity were similar in their relationship to Avoid-the greater the reported severity, the more the patients tried not to think about losses and future prospects. These three measures were also similar in their relationship to Control: In each case, sense of personal control was associated with a lower level of severity, but the coefficients were insignificant. Thereafter, differences between the three measures are apparent. Motoric and Psychological severity were negatively and significantly related to SocSupport, but Cognitive severity was independent of SocSupport. The two strongest correlates of Psychological severity were Burden and Isolation; however, neither of these was significantly correlated with Motoric severity. Finally, apart from Avoid, the only psychosocial variable significantly correlated with Cognitive severity was Isolation. In sum, the evidence indicates that from the patient's perspective the severity of the illness cannot be understood as a homogeneous judgment.
The impact of a chronic disease extends beyond particular medical episodes and clearly marked time boundaries. Because onset is often insidious and cure-elusive, the disease is a continuous process with multiple ramifications. Indeed, the distinction that has been made between illness and disease (Antonofsky, 1979; Kleinman, Eisenberg, & Good, 1978) takes on special pertinence for chronic conditions. Disease in this formulation refers to the biomedical pathology per se, whereas illness includes the wider personal and social consequences of the disease as well as its medical aspects. With acute disease, it is possible to encapsulate the symptoms and sequelae so that effects on a patient's daily life can be limited and of fixed duration. The acute disease ends and the patient's life goes on. But when the disease does not end, when it is chronic, the understanding of its effects on the patient's everyday life and the development of treatment strategies present a very different challenge.
The distinction between disease and illness is closely related to the classification of impairments, disabilities, and handicaps formulated by the World Health Organization (WHO; 1980) . In this classification, impairment refers to organic dysfunction, disability to limitations in performance and behavior, and handicap to resulting disadvantages in the fulfillment of normatively defined social roles (see Brown & Jahanshahi, 1995 , for the application of the WHO classification to depression in PD). Clearly, the experience of PD from the patient's perspective is not restricted to the level of impairment or to the triad of rigidity, tremor, and bradykinesia. Rather, his or her experience is multidimensional, encompassing not only the movement symptomatology, but also problems in the functional, cognitive, and psychosocial domains. In our study, problems of motoric impairment and disability were reported to be present more often and were rated as more severe than the cognitive or psychological problems; however, even the least common of the 39 problems was reported by close to one quarter of the participants. It is important to note that despite the exclusion of demented patients from the sample, the problems included in the cognitive factor (e.g., forgetfulness, inattentiveness) were present in the majority of subjects. Although less severe declines in cognitive function have been discussed in the literature (Brown & Marsden, 1984 Mayeux, 1994; White, Au, Durso, & Moss, 1992) , dementia has received the bulk of attention. Our results indicate that the cognitive status of nondemented patients deserves closer attention. This is consistent with the findings of Mendelsohn, Dakof, and Skaff (1995) , who found higher levels of reported confusion, forgetfulness, and absentmindedness in PD patients than in a matched community sample: Members of both samples viewed their cognitive competence as decreasing, and so did their spouses. This is a domain in which the "premature aging" of Parkinson's patients is a factor of importance.
Consistent with the literature, the two most frequently endorsed psychological items pertained to affective states (i.e., depression and nervousness). Although other problems on the psychological scale, including those having to do with handicaps (e.g., meeting family responsibilities, meeting expectations of others), had frequencies of .50 or lower; when participants reported a problem, they rated it, on average, as being of moderate severity. Here, too, our understanding of the position of the patient could be greatly advanced by considering the interaction of chronic disease with the changes in social roles that normally occur with age.
Disease severity, as assessed by Hoehn and Yahr staging (the most typical measure of impairment both clinically and in research), correlated significantly with scores on the Motoric severity scale; however, scores on the Cognitive and Psychological scales were independent of staging (r = .15 and r = .08, respectively). To the degree that physicians (and researchers) rely on Hoehn and Yahr staging or comparable scales as the measure of the severity of the illness, critical components of the effect of Parkinsonism on patients will be overlooked. Inclusion of cognitive and psychosocial problems is necessary if the total experience of PD as an illness is to be captured. It is interesting in this regard that patients' ratings of Global severity were strongly correlated with scores on the Motoric scale. But, in contrast to the results for Hoehn and Yahr staging, Global severity was also significantly correlated with scores on both the Cognitive and Psychological scales (r = .26 for both). When, however, the measure of Global severity was regressed on the three scale scores, only Motoric contributed significantly to prediction. It appears, then, that patients' ratings of severity were also driven by a medical conception; they were responding primarily in terms of the disease and secondarily in terms of the illness. There is a possibility that patients' reports of severity will vary as a function of the question asked. "How severe is your Parkinson's?" and "How is your Parkinson's affecting you?" are overlapping but different questions. The former, as we have seen, produces a response closely related to physicians' staging. The latter could produce a response more reflective of the broader nature of the illness.
To the best of our knowledge, no consistent relationships between demographic and psychological variables have been found in previous research on PD. In the present study, none of the demographic variables was significantly related to any of the measures of severity, nor, for that matter, to any of the disease-related variables. Perhaps the symptomatology and experience of PD are so pervasive and dominating that potential effects of such factors as age, gender, and education are overshadowed. The weak and insignificant relationship of marital status and living arrangements to all measures of severity was unexpected, though a similar result for marital status in patients with multiple sclerosis was reported by Zeldow and Pavlou (1984) . It seems likely that marital status by itself is not particularly meaningful, that it is the quality of the relationship that matters. Seiler et al. (1992) reported, for example, that Parkinson's patients in satisfying marriages had lower depression scores and patients in troubled marriages had higher depression scores than unmarried patients.
The living arrangements of chronically ill patients have received some research attention, particularly with regard to Alzheimer's disease. For patients living alone, problems that require caregiver support or assistance can be more difficult to manage and thus can become more severe. That this was not the case in the present study suggests that living alone is not as such the critical issue; rather, the importance of living arrangements should be evaluated within the context of the array of services and supports available to the patient. Nevertheless, it is important to note that our results are consistent with Brod and Little's (1992) findings that Alzheimer's patients who live alone do not have more unmet needs than those who live with others.
The disease-related variables other than staging, (i.e., duration, level of cognitive impairment, and functional capacity) had mixed patterns of association with the measures of severity. For duration and cognitive impairment, weak and insignificant correlations were obtained. Previous research has not shown duration to be a predictor of psychological outcomes; there is no clear pattern of findings. The lack of relationship between cognitive impairment and severity is probably due to the restriction of range of the scores on the MSQ. Demented patients were not included in the sample, so the distribution of scores was skewed and within a 3-point range.
Functional capacity presents a very different picture: Disability, as indexed by TOTIADL, was the variable most strongly and widely linked to the four measures of severity. Although our measure of disability was significantly correlated with the measure of impairment (Hoehn and Yahr staging) , the moderate size of the correlation (r = .36) indicates that the major share of the variance of daily functioning was independent of staging. Along with the work of MacCarthy and Brown (1989) , these findings indicate that the experience of PD is closely linked to everyday realities, to how patients proceed through their daily routines, and to how they manage the functions that others can take for granted. Those realities are, of course, reflected in the staging of the disease, but to improve both the understanding and prediction of patients' responses to Parkinsonism, attention to the distinction between impairment and disability is essential.
The five psychosocial variables were not intended to form a homogeneous set; rather, they constitute a sample of variables that have figured prominently in the literature on adaptation to Parkinson's and other chronic diseases. Two of them, Control and Avoid, represent coping strategies that have been associated, though not unequivocally, with favorable adaptive outcomes (Taylor & Aspinwall, 1990) . The belief of patients that they had some personal control over symptoms and the course of the disease was, as expected, negatively correlated with each of the measures of severity. The magnitude of the coefficients was modest, however, in that none reached significance; MacCarthy and reported a similar pattern of results. Tennen and Affleck's (1987) observation that when outcomes are not controllable, the belief in control can have costs as well as benefits, may help explain the modesty of the findings.
There was no support for the supposition that patients' deliberate efforts to avoid thinking about past losses and future deterioration would be related to reduced levels of reported severity. On the contrary, Avoid was positively and significantly correlated with all four measures of severity, and, except in the case of Global severity, the correlations increased in magnitude when the influence of the diseaserelated variables was partialled out. Given that the data are cross-sectional, it is not possible to choose between the two plausible interpretations of this result: (1) Avoidance is a maladaptive strategy, and (2) the more severe the problems, the greater the motivation to try not to dwell on them. But it is important to keep in mind that to try is not necessarily to succeed. And, in fact, the data indicate that the patients who reported that they have not only tried but have also succeeded in putting distressing thoughts out of mind had significantly lower severity scores on the Psychological and Cognitive scales. (The relevant correlations were -.46 and -.41, respectively.) In this case, the distinction between using a coping strategy and realizing one's aim in doing so is of critical significance.
We recognize that the meaning and measurement of social support have been much debated, but this is not the place to summarize so extensive a literature. Suffice it to say that the typical finding of a negative relationship between perceived social support and stress-related variables was echoed in our data, at least for Motoric and Psychological severity. Neither the measure of Global severity, which seems to be a function of disease-related variables alone, nor of Cognitive severity was significantly correlated with our measure of social support.
The last two psychosocial variables, Burden and Isolation, tap aspects of the experiences of Parkinson's patients that appeared repeatedly in the intensive interviews reported in Dakof (1986) and Dakof and Mendelsohn (1989) . Neither is significantly correlated with Motoric or Global severity, but the feelings of being a burden on others and of being isolated from others appear to be the central elements in the report of psychological problems; that is, the psychological problems of Parkinson's patients are fundamentally in the area of interpersonal relations. As expected, the feelings of isolation were positively correlated with the severity of cognitive problems.
A study of this kind, particularly one directed to issues that have been little pursued in the literature, inevitably has Downloaded from https://academic.oup.com/psychsocgerontology/article-abstract/53B/4/P213/525495 by guest on 26 April 2019 important limitations. The cross-sectional nature of the data makes causal inference tricky, and short-term changes in affective state (Kleban, Lawton, Nesselroade, & Parmelee, 1992; Shifren, 1996; Shifren, Hooker, Wood, & Nesselroade, 1997) may have influenced what patients reported at the particular times of their interviews. Patients at the more advanced stages of the disease were underrepresented in the sample. Hoehn and Yahr staging, though it is reported by Jenkinson and colleagues (1995) to correlate highly (r = .80) with the more recently developed Columbia rating scale (Hely et al., 1993) , is a relatively undifferentiated measure of severity and some of the psychosocial variables (e.g., social support) need refinement. Further, there are no comparable data from a contrast group, for example, a healthy community sample matched in age. Nevertheless, it is clear that the experience of Parkinson's disease from the patient's perspective encompasses cognitive, interpersonal, psychological, and motoric domains of functioning. In contrast, standard procedures of staging that limit their foci to the impairment and to symptomatology miss the important distinctions between disease and illness and among impairment, disability, and handicap. Disability is much more strongly related to problem severity than impairment is, and multiple correlations are augmented by the inclusion of psychosocial variables. The details may well change in subsequent research, but we expect our central point to hold: The patient's concerns and problems are a product of the interaction between the disease and the personal, developmental, and social contexts in which it unfolds. We believe, consequently, that improved counseling and treatment of Parkinson's patients rests on health care providers giving due attention to the full range of the patient's experience, to the illness as well as to the disease.
